Abstract
I am delighted to have been asked to present the Schering Lecture to you this year. It is truly an honour to have been selected from among worthy colleagues to share the results of this study with you.
The focus of the lecture is on oncology nurses and their perspectives about quality of life. It is based on research concerning oncology nurses' perceptions, values and behaviours regarding quality of life for their patients.
Quality of life in oncology should be a concern for a variety of reasons. In oncology, we use a number of therapeutic options that have both short-term and long-term effects for patients. We work with oncologists who have been trained and are rewarded for extending patient survival, accounting for the focus of their clinical and research activity (Beziak et al, 1997) . We have seen limited gains in cure of cancer and observe the chronic nature of many cancers. Limited resources exist in the health system and there are ever-rising costs for care. I am sure everyone here has been touched by restructuring and downsizing as agencies try to cope with those rising costs. Finally, there has been considerable work done to design tools for use in clinical trials to measure quality of life (Strain, 1991) . These tools are used more frequently as endpoints in trials (Till et al, 1994 ); yet many questions can be raised regarding what they actually measure.
I believe quality of life is a central aspect of nursing practice. When this research was started I wanted to determine if quality of life was central in the real world of oncology nursing. As we drew toward the close of the 1990s, I wanted to know how oncology nurses were handling the issues of quality of life for their patients. If we could understand the existing values, conceptualizations and patterns of practice regarding quality of life, and understand how nurses are making decisions about quality of life, then we would be in a position to understand if gaps in practice exist and be able to design appropriate modifications.
Purpose and methods
The purpose of this work was to identify major themes and components of nurses' perceptions and values related to quality of life. Additionally, I was interested in creating a profile of the oncology nurse's role in integrating quality of life in nursing practice.
The participants were 25 nursing staff from regional cancer centres across Ontario. All volunteered to be interviewed. The average number of years they had been in nursing was 22.7 (range 10-33) and in oncology nursing was 10.7 (range two to 27). This was a very experienced group of nurses. Additionally, the participants were from a cross-section of oncology specialties: radiation oncology (7), medical oncology (5), chemotherapy (5), blended radiation/medical/chemotherapy (3), palliative care (3), community nursing (1) and clinical trials (1).
The analysis in this study consisted of identifying major themes from across the transcribed interviews. For the purposes of this presentation, I will focus on six topic areas from the analysis.
Most of the presentation is recounted in the words of your colleagues in oncology nursing. The words have been woven to create a story which I hope will have meaning for you. I hope this presentation will trigger memories for you about your practice, will 25 CONJ: 8/1/98 RCSIO: 8/1/98 stimulate you to think about your practice, and will make visible or illuminate this aspect of oncology nursing practice. I hope you will hear familiar ideas and will see that we share many common experiences as oncology nurses. Actually, I would be very interested to hear if the data I share with you today actually reflects your practice experience. There are six topic areas I would like to talk about this morning. They include: defining quality of life, personal awareness of quality of life, assessing quality of life, nurses' role in quality of life, conflicts and resolutions, and what helps and what hinders nurses attending to quality of life issues. I plan to highlight each area by sharing the data provided by the nurse participants. As with other studies of this type, when nurses are the participants in the study, I am struck by the wisdom evident in the interviews. I hope that wisdom will be evident as I share their words with you.
Defining quality of life
The participants were asked how they defined quality of life for themselves and how they defined it for their cancer patients. The importance and value of quality of life to the participants were clear in all the interviews. Many participants saw quality of life has having multiple dimensions and the importance assigned to each dimension as varying from person to person.
For self
For themselves, participants defined quality of life as being able to do, being able to enjoy and being satisfied.
I think being able to do what you want to do and having the ability to do it and the health to do it. (L)
For 
For patients
When the participants talked about quality of life for oncology patients, they emphasized many of the same dimensions which they had emphasized for themselves. Quality of life was seen as having many components and being influenced by many factors. Notions about being able to function and good symptom management were frequently cited. 
Own personal experiences
Participants described their own personal experiences as influencing their awareness of quality of life. Their own life and work experiences, as well as growing older, contributed to their ideas about quality of life.
I don't think there is a bigger area of medicine than oncology where you're going to find the staff that you're working with had a personal background...And it's good in a way because it makes you more aware, makes you more in tune with what's going on with patient and family...and you can understand their feelings, their stress, their discomfort, because you can identify with what they're dealing with. (O)
For some participants, their experiences with their own family members contributed to their awareness of quality of life issues.
My mother passed away from cancer and that really changed my outlook on quality of life, knowing what she had gone through. And that changed my perspective, being through that personally.(B) I think we often draw from our life experiences. And personally, my sister died from breast cancer when she was 27. So quality of life was a real issue. And I think when you go through something like that you actually look at things differently, you know. It's a terrible thing. You certainly don't wish an experience like that on anyone, but I think it does make you very, very aware of the issues that are important. (P)
Others spoke about patients for whom they had cared and the influence those individuals had had on their awareness of quality of life issues. 
Very early on [in my career

Assessment of quality of life
Several issues emerged when the participants described their approaches to assessing quality of life. Clearly assessment of quality of life was seen as important, but it presented challenges. 
it is a two-way street and it also depends on how much the family or the individual wants to relate to you as well. (B)
Participants described the approaches they use to assess quality of life, emphasizing the importance of a broad perspective and concerns with using a standardized questionnaire.
You really have to listen, You have to be open. The questions shouldn't be as specific as 'Do you have pain?' or 'Do you have an appetite?'. I think that they really need to be broader, more general. Like, what is important to them right now? What do you see happening in the next while? What sort of hopes and dreams do you have from this moment on? What sorts of things can I do to assist you? Really, in a sense, try to be present and let them direct what is important to them. Quite often it's quite a surprise, quite different from what you might think. (V) I think it is really important to have our care driven by the patient. And that's a bit difficult because that is new. I mean, we've always had policies and procedures and standards and standard groups of questions. So we just go with a little list in front of the patient and check everything off and feel quite satisfied that we know everything we need to know about the patient because we've gone through our list. But in fact we probably don't know them very well at all. (Y) I wonder if we are doing the right thing by having essentially a checklist of things that sort of suggest that if you're free of all these kinds of symptoms or if you're living relatively comfortably with all these symptoms, then that supposes that you have good quality of life, you know. I think really it's only the individual that can tell you, tell me, what quality of life is for them, and it may be quite different. (Y)
On the other hand, some participants wanted a standardized form they could use in their assessment of quality of life. 
I guess for me I wish there was maybe a kind of a form. I do these things out of my head, but I don't know really where I'm going with it...having a definite way of following on a regular basis their quality
.I don't think it is an independent issue...I find it difficult to go back to their quality of life and isolate it. I can't isolate it. (A)
Participants voiced concerns about using measurement tools to assess quality of life. Quality of life is seen as complex and a function of people's perception. As a result, the participants perceived quality of life as difficult to measure.
I think it's a very complex issue. And I think that it's one that's hard to measure because I think quality of life for one individual may not be quality of life for another. And so I think it's a very, very -it's hard to measure quality of life in someone. (P) You know, when you give a patient a quality of life thing to fill out and you say to them, "what is your quality of life?", a lot of them really don't know what that means. And you'll see a patient who is terminally ill being treated say their quality of life is excellent. And then someone else who's just been diagnosed or is part-way through treatment and is sailing through things say their quality of life is terrible. So it's certainly perception, you know. (O) I usually go over the quality of life, the answers the patient has given, because sometimes what the patient has put down in a written statement is not what they have been telling me. What they'll say about a time may be different if they're filling it out a week later than if they're filling it out a month later...Time, as in a lot of other situations, helps to smooth out things and a patient will give completely different answers about the same time frame a month later. (O)
Some participants had observed that more clinical trials studies than had been the case in the past required the patient to complete a quality of life questionnaire. They had concerns about the validity of the assessment and the burden placed upon patients in completing the questionnaires. 
Conflicts surrounding quality of life
Participants shared the observation that working with quality of life means working at times with conflict. Conflicts surrounding quality of life issues arise between patients and health care professionals, between nurses and physicians and between family members and health care professionals. The conflict arises when different parties hold different goals for a situation. 
Resolving conflicts
Participants described the approaches they take to try to resolve the conflicts. The primary approaches included strategies to obtain more information and understand the reasons for particular treatment choices as well as engaging in discussion and sharing patient perspectives with the physician. 
I've never shirked from asking "why" and I don't. My impression is that
Factors which help and hinder
Participants described factors in the work environment which they felt helped or hindered their ability to attend to issues of quality of life. These included factors concerning time to talk with patients, work environment structures which facilitate continuity, expectations of the nursing role, attitudes in the work setting, being able to build a relationship with patients and working with the patient as a partner. 
Summary
As I draw my remarks to a close, I will highlight what I learned from these data. Quality of life is central to the practice of oncology nursing. Even if oncology nurses are not using the language of quality of life, the focus of their practice is on quality of life issues.
Quality of life is seen by the oncology nurses in this study as a complex phenomenon with many components. The importance of those components will vary from person to person. Additionally, the importance of those components to an individual may change over time, especially during the course of a life-threatening illness. In this latter situation, changes may be linked to the stage of the disease and the treatment modality.
Nurses make a valuable and critical contribution to quality of life. In actuality, if nurses were not available to patients and their family members, I would be worried about how well the quality of life issues would be handled. The roles a nurse may enact include educator, facilitator, advocate, supporter and co-ordinator. In each role the skills of listening and assessing are critical.
There are challenges in achieving quality of life goals. These challenges may be felt in relationships with physicians, when the time available in busy work environments to share meaningful interaction with patients is limited and in the care delivery models which exist in our work settings. The structures and processes of care delivery can thwart efforts to attend to quality of life issues for patients.
Two critical factors influencing our ability to attend to quality of life issues are the freedom to build relationships with patients and the breadth of our assessing. When we are able to know our patients as individuals and have the opportunity to engage in meaningful dialogue about their desires and concerns, we will be in a strong position to attend to their quality of life issues.
Concluding remarks
Quality of life speaks to both the art and science of nursing. We need to be knowledgeable about the scientific basis in the area of quality of life. It is an excellent topic area on which to focus nursing research endeavours (Belcher, 1991) . Such work could help with some of the issues we face in articulating our practice and describing that practice to others.
But we also need to be ever-vigilant to honing the art of nursing. Florence Nightingale once wrote: "Nursing is an art; and if it is to be made an art, it requires as exclusive a devotion, as hard a preparation as any painter's or sculptor's work. " Baly, M. (1991) The art of nursing -if practised well -makes a difference in patients' quality of life. It is through the art of caring that the patients' wishes and desires can be given a voice, the patients' perspectives can be heard, and nurses can fulfil their unique role in attending to the quality of life of their patients.
